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Abstract 
This paper reports on an ethnographic research to explore how adult users of a social network site focused on diabetes educate 
themselves about living with this condition. From the health education perspective these explorations shed light on the ongoing 
education in settings other than the clinics and how these settings support, draw from or subvert the traditional forms of diabetes 
education. More generally it adds to the theoretical writings and empirical studies that capture the educative aspects of practice of 
everyday living. 
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1. Introduction 
When we talk about education, the first thing that comes to mind is schools, colleges and other formal settings 
where knowledge specifically defined so is imparted by ‘experts’. This limited view of education ignores the various 
ways human beings educate themselves, for example, when they are faced with a life change event. This educative 
process that involves discovering that they don’t know something, finding ways to get knowledge, deliberating what 
is to be known and who knows it, teaching ignorant others is what the paper focuses on (Varenne, 2007).       
When a diagnosis of diabetes is conveyed, it is followed by an intensive instruction by doctors, nurses and/or 
diabetes educators about the disease, possibility of complications, required diet and exercise regimen, procedure of 
self-monitoring with glucometers, and in case of insulin dependent diabetics, training to inject insulin. Health 
professionals are considered to be the experts who own the legitimate form of knowledge, monitor outcomes, 
prescribe corrective actions in the form of pharmaco-behavioral intervention, and set the benchmark for success and 
failure. The concerted efforts of patients and caregivers to translate this knowledge into dealing with challenges 
faced everyday thus get relegated as peripheral to the above ‘core’ educative process.   
With the proliferation of the Internet and communication technologies (ICTs), medical professionals and policy 
makers are increasingly thinking of Internet as a vehicle to impart ‘legitimate’ knowledge about health and 
management of chronic conditions like diabetes. At the same time patients and caregivers are using social software 
like blogs, forums, podcasts and social network sites (SNSs) to engage in conversations they find educative. The 
rising popularity of SNSs for health raises interesting questions – What brings people with chronic health conditions 
to these sites? What in the interactions keep them there?  In what way these interactions are educative? How SNSs 
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serve as the sites and mediators for these educative processes? This paper attempts to answers the last two questions 
by reporting on explorations of an online social network for diabetes.   
2. Literature Review/Context 
and nursing fields showed that much of the research on diabetes patient care is focused on monitoring adherence to 
based on the medical model, rather than defined by experiences of people with diabetes.  
The expert patient initiative introduced in 1990s in US and UK encouraged greater control in disease 
management for patients as a step to reduce dependence on the medical field and to empower patients. As Tuckett 
(1985) proposed  
s 
 The shift from passive to active patients and its implications has also become a topic of 
discussion as Internet communication technologies become ubiquitous in the U. S. and more patients take to 
blogging, participating in forums, and online social network sites related to health in general and diabetes in 
particular (Zrebiec & Jacobson, 2001; Nettleton et al., 2005; Ayers & Kronenfeld, 2007; CHF, 2008; Heilferty, 
2009). A review of health literature shows that a discussion of this phenomenon frequently focuses on two aspects  
accuracy of information and effects of online participation on medical outcomes like compliance, favorable test 
originating from the health profession are discarded as not legitimate or considered only as a factor that affects the 
legitimate forms of health education and health outcomes (Varenne, 2009). A diagnosis of diabetes is not just a 
medical event for the person involved. It leads to a p others involved in 
ongoing conversations to figure out what to do next (Varenne, 2007). Exploring conversations on the diabetes social 
network site helped me look at one slice of these deliberations and answer the exploratory research questions 
mentioned above. 
3. Method 
I conducted a five month ethnographic study of happenings on the site that involved participant observation and 
archival research of publicly available data. The virtual participant observation consisted of visiting the website on a 
regular basis, participating in the conversations and keeping detailed field notes of my experience and interactions.  
The Site: 
used in a wider sense including people with Type I, Type II, gestational or pre-  diabetes, relatives and friends of 
such people, and other caregivers like doctors and diabetes educators. The site launched by a US based provider in 
2008 is freely available for anyone to join. Like other generic SNSs, the site provides a pre formatted profile, 
discussion section for public conversations. Everything shared on the site except the profile, posts to profile, photo 
sharing and internal e-mails are publicly available. 
The People: The organization claims that the site is one of the biggest diabetic networks with 250,000 registered 
members though not all are active at a given time. During the time of data collection, I saw more diabetics than 
caregivers (relatives and health professionals) and more Type II diabetics than Type I diabetics. This makes sense as 
only 5-10% of diabetics are Type 1. There is a wide age range for participants. The most of the once I interacted 
with or saw active were in their late 20s to late 60s. There is also a wide range of their experience with diabetes, 
ranging from just diagnosed to living with diabetes for sixty years. The organization employs community advocates 
that support the activities on the site.   
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4. Hanging out on the site 
The site has a three column website look, each page having a banner on top, main menu on the left, main content 
in the middle and advertisements, search bar and other links on the right. The sections of the site where participants 
can share are discussion forum, news and blog articles, videos, recipes, and product reviews. Other sections are 
created and maintained by the site facilitators. The Home page always has an item highlighted from other sections, 
followed by a list of five active discussions, three popular videos and three featured videos. The highlighted items 
draw attention to certain aspects of the site than others.  
Each menu has a slightly different functionality structure that allows participants to take various actions like 
posting text, links, videos, recipes and so on. For example, the discussion section allows a participant to post text 
with a title to which others can post a reply. The videos section allows embedding videos from other sites like 
YouTube. News and Blog sections allow adding links to news articles and blog posts. The visual separation of the 
website in different menus divides the participation space. The affordances of each menu and the primary medium 
of each menu also define who occupies the space. Discussion section is the most active group space.  
In spite of the spatial division, participants create cross connections between various spaces. For example, a 
participant created video narrating his experiences as a bipolar diabetic in reply to a post on depression and diabetes 
in the discussion section. He posted the link to the video as a reply instead of narrating his story textually. Similarly, 
various participants draw on informative videos about diabetes care in the video section and add it as a resource to 
supplement their textual replies. 
4.1. What do we do here? 
The functionality of the sections was designed by the creators with some expectations of what would happen in a 
the focus of creators is asking questions, over the time I came across varied types of posts that did not necessarily fit 
the question and answer format.  
The initial few posts mostly expressed the realization that things have changed and there is a need to figure out 
what to do next but not knowing what to ask or what is there to know. The replies almost always welcomed the new 
ave some basic starting information, links and advice for next steps to move 
forward. In addition to the initial question and answer format, the posts took different shapes, for example, 
-telling. The conversations we
aspects of diabetes. They also instructed each other about using the site and negotiated what should and should not 
be done by way of flagging posts that were deemed inappropriate for the group. This continual process created the 
space that reflected the collective understanding of the creators and users of what the site was all about. 
A large number of discussion posts I saw were status updates that informed others about impending doctor visits, 
test results after the visit, and diagnosis of other medical conditions. The status updates were not limited to medical 
events. Participants also shared information about important life events like moving, buying a new house, current 
events like a vacation, family gathering and so on. The status updates received enthusiastic response from 
participants just like a question would generate responses and multiple related conversations. A participant absent 
attracted replies explicitly mentioning the concern others felt. Though a lot of people joined the site every day, 
participants  
Every now and then par - a textual expression of the current state of 
emotions. Venting post did not have expectation of a reply, just a need to say something to nobody in particular. 
Participants replied even to venting, sometimes with stories of how they are feeling the same or felt the same at 
some point so as to point out how the original poster was not alone. As none of the participants flagged these posts 
as inappropriate, the practice of sharing status updates continued.  
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Another wa ctural constraints of the site was the 
roundabout way to blog or post long narratives. The site had a blog section that allowed sharing outside blogs but 
did not have the functionality to create series of posts that were attached to a profile on the site. RC circumvented 
this problem by posting long narrations to the discussion forum. He is a Type 1 diabetic for more than sixty years 
and had experienced the changing landscape of diabetes care first hand. In one of the posts, RC shared memories of 
his childhood and struggles with diabetes. After getting enthusiastic response from others, he posted another post 
more parts got created, 
readers who came across the posts at a later stage asked for the remaining parts. Unlike traditional discussion 
forums, the site did not have hierarchical arrangement of posts in categories, just clustering based on tags 
participants attached. Therefore, although the discussion threads were persistent, they were not always easily 
accessible. To overcome this problem, RC created a post to gather the links for all the parts. In all, there were 24 
ory with another post that worked as index to these otherwise scattered posts. 
In spite of the expected use of the discussion section for question and answers related to diabetes, the only rule 
governing it from a structural point of view was that the posts need to be made of text divided into title and body 
and it needs to be tagged. Participants occupied the space between these two sets of rules that defined what can be 
done and what is expected to be done. These practices went on as far as everybody encountering them found them 
acceptable and nobody invoked the rule. 
4.2. How to be a Diabetic? 
After accepting the diagnosis and learning the basics of diabetes management  diet, exercise and medication, the 
f view, the only remaining thing to be done is 
monitor the outcome. Are the patients being compliant as indicated by the test numbers? Are they taking the 
medication as prescribed? However, translating the prescribed behavior in everyday living is not as straight forward.  
As they progress through life and encounter different moments and spaces that were normal or taken for granted 
before, people with diabetes are confronted with the realization that the previous assumptions about everyday life do 
not hold true. A simple trip to a grocery store, restaurant, or a movie theater turns into a lesson about what can and 
cannot be done with the new constraints as can be seen in the following example. 
4.2.1. Only Junkies shoot in a bathroom! 
Betty is just about getting used to her insulin shots (injection) when a practical question arises. When you go to a 
restaurant to eat, where do you take the shot? The shot needs to be taken just before she eats. Betty at present takes 
her shot in the public restroom before she goes back to the table to eat. Not knowing the acceptable thing to do, she 
posted a question in the discussion section about what others do in such a situation. As the discussion about the 
appropriate place to shoot unfolded, various participants put forth their understanding of what the rule was.  
The question arose because of the accepted assumption of a restaurant as a place for eating, drinking and 
socializing. Injecting insulin on the other hand invokes the image of hospitals and clinics. Activity that is private, 
not appropriate in public spaces like a table in a restaurant. Who makes these rules of public conduct? How do they 
instruct others what these rules are? How do others challenge or accept these rules?   
ust feel un-easy 
-conscious too. Tara gives herself 
Sh ..  Ron has a different 
[insulin] pen on the 
Though both Ron and Tara take shots at the table there is a marked difference in their actions. Tara highlights 
. Her way is to accept the unwritten rules of the place and carve her own place out 
of the constraints to get by without questioning the established social order, an action de Certau (1988) refers to as 
Ron on the other hand makes clear by his action that he is doing something appropriate and acceptable in 
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the space. Like Ron and Tara, Don shoots at the table too but for entirely different reasons. He was instructed by an 
.   
So if you like to eat out, you need to take insulin before eating and the restroom, a semi private place, is out of 
bounds, what do you do? You shoot wherever necessary. What do you then do if people take issue to that behavior? 
Don not to shoot in the bathroom again. But shooting at 
the table 
does not work, he escalates it to comparisons between similar actions like medical procedures that they would not 
want t
negotiate till they accept what he does is an acceptable action and not against the rule. Betty replied two days later 
ook my shot today along testing my BS, at the table, and I didn't care what anyone 
d in and related their experiences.  
Each participant shared how they attained the balance between the constraints of their treatment plan, the health 
risks of shooting in unsanitary conditions, social constraints and personal inhibitions to arrive at a strategy that 
allowed . As they did so they influenced each other to rethink 
assumptions about their constraints and possibilities. This conversation at one level is about influencing how fellow 
diabetics think about an everyday action like injecting insulin - Do we see ourselves and things we do as normal? 
Why should we see it as normal or not? At other level it is about instructing each other about how others might see it 
as not normal and what options they have in that case - 
change the constraints they put on us?   
5. Conclusion 
This paper describes how participants diagnosed with diabetes engage in online conversations to figure out what 
to do next. How they deliberate on their experiences in order to improve their condition, in turn changing themselves 
and others. It also captures how the structure of the site influences conversations and how participants improvise to 
use the structure towards their ends. The paper describes how rules of conduct get negotiated with help of examples. 
As diabetics go through life, they encounter different polities that get involved in deciding what can and should be 
done. These examples show instances of people with diabetes interacting with various socio-technological settings 
in order to improvise on or subvert the structures they find themselves in.     
As the initial exploratory research suggested, the newly diagnosed people joining the site progress in certain ways 
in terms of conversations and activities they engage in. Orgad (2005), in her study of breast cancer patients online, 
month period I could see a progression of participation, more needs to be explored about the processes by which 
people move through various phases of participating on the site as well as living as a diabetic. How they encounter 
other aspects of living with diabetes that they were not aware of and how they move from one peripheral position to 
another as they go on with their lives.  
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